Whose file is it anyway? discussion paper' Ruth N Cohen2 Senior Research Officer, National Consumer Council, London One of the odd things about the way the UK is run is that we who live here know so little about it. Those parts of our administration which are visible to the ordinary citizen are merely the tips of enormous icebergs which are composed, not of ice, but of secrets.
It is not only in the UK that public agencies have, over the years, taken on an increasing number of functions which are carried out on our behalf, as citizens. Large agencies, run by or for the state, minister to most of the population at one time or another. Conversely, most of the population are, some or all of the time, subjects of large agencies. Public housing, education, care of the elderly and infirm, care of children, administration of justice, policing, income maintenance, planning controls, employment services, environmental health and, of course, medical care, are just a few of the tasks carried out on our behalf.
But when we have dealings with these agencies we sometimes wonder just on whose behalf the tasks are being carried out. For whose benefit are these services being run?
Such services often seem to engender a life of their own and means take precedence over ends. To the observer, they often appear to be run for their own sake rather than for their potential clients or customers. Rules which were originally made for the benefit of the citizenry become bureaucratic hurdles over which only the most persistent can jump. Methods of work are organized for the greater convenience of the agency while the needs of subjects are subordinated. We have become so accustomed to this administrative convenience that we rarely question it.
One of the major elements in the way our society is run is an all-pervading secrecy about most aspects of it. We find secrecy wherever we go and we are so used to it that we generally accept it as a natural way of life. Of course, sometimes it is not called secrecy, it is given another label such as confidentiality and then it is frequently used as a reason for not letting us know about things which are about us. And written records are a central element in what George Bernard Shaw so succinctly described in 'The Doctor's Dilemma' as the professions' 'conspiracy against the laity'.
Of course, it is, not just a matter of what is written on paper or held on computer, it is a question of the whole relationship between a practitioner and a subject: between the teacher and the student, between the social worker and the client or between the doctor and patient. Faults lie on both sides. Trust and respect are important elements in the relationship between doctor and patient, but I believe that the trust should be based on shared knowledge. What right has a doctor, or any other practitioner, to expect respect from a person from whom s/he is withholding information? I do not know how aware doctors are, in general, of the distress that fear causes. And so often it is the fear of what might be wrong that is the worst element of an illness. When the doctor is uncommunicative or says those ghastly phrases which are intended to reassure-'just a little tummy upset', 'nothing to worry about but come back next week' -the patient so often walks away in fear and trembling when a few honest words of explanation might have made all the difference.
But records are important even though they are only one part of the relationship, because records can acquire a life of their own. It could be said that records are merely passive 'Based on presentation to Open Section, 5 March 1984. Accepted 7 August 1984 2Present appointment: Consultant, International Organization of Consumers Unions, The Hague, Netherlands recorders of performance so that it is the conduct, rather than the record of the conduct, that leads to decisions that affect people's lives. But this overlooks the fact that 'the making, keeping and reading of records is itself a form of conduct, and indeed an increasingly important one. We actively decide to record some aspects of an individual's behaviour and to ignore others. To an important extent the actions we later take regarding them will depend upon what we have decided to record. The very record making process itself, then, must be regarded as problematic and we can ask not only for the conditions under which events in a person's life will become a matter of record, but whether it is legitimate for them to become a matter of record' (Wheeler 1969) . Even if all the facts recorded are accurate they will not necessarily give a full picture of the individual, and many observers have noted that it is the deviant or bad behaviour which tends to be noted rather than the unexceptional everyday actions.
With psychiatric patients, all aspects of a person's life are seen as relevant so that the record will frequently contain very intimate details of the person concerned as well as of family and friends. As Goffman (1968) put it, 'The case record ... provides a means of systematically building up a picture of a patient's past that demonstrates that a disease process had been slowly infiltrating his conduct until this conduct, as a system, was entirely pathological. Seemingly normal conduct is seen to be merely a mask or shield for the essential sickness behind it'. The record thus becomes the profile of a patient rather than of a person. It is only as a patient that the relationship exists with the institution and it is only in this way that the institution can characterize the individual.
It is not only in the medical field, of course, that we can find examples of the effects of records. In my study of an educational guidance centre where the children have access to their own records, it was found that the consequences could be far-reaching (Cohen 1983) .
For people outside the Centre, knowing that their reports will be read by the subjects of them means that they have to consider the impact of what they are writing. Throwaway remarks put down unthinkingly can take on the appearance of fact after a passage of time. The Centre has tried to encourage teachers and others to note positive things about the children as well as negative. Sometimes, day-by-day reports on children will note positive behaviour butthe formal end-of-term reports will continue to be in negative terms. Staff at the Centre have helped teachers to observe properly and to write realistic reports. This is done partly by talking to the teachers and partly by rejecting reports seen as unsuitable.
When such negative recording builds up on a child over a number of years, it is the record that can 'take over', with the child being treated as the record portrays him or her. The effects on the children of seeing such material are certainly distressing, but they are seeing, and can be helped to see, themselves as others have seen them. They can understand the effects their behaviour has on those around them and because they can see the record they can explain or challenge what is written. Being allowed to see the records previously denied to them helps to build their relationship with the staff at the Centre and with other adults around them. This would particularly apply to their teachers whose regular reports they are seeing. For many of them it is the first time they have ever been trusted to such an extent.
It is worth considering this example carefully, because one of the arguments against patients having access to their medical records which is frequently raised is that it would not be possible or feasible for psychiatric patients. At the Guidance Centre described above, they are dealing with children who have severe behavioural problems and have almost all been rejected by their schools and by several other agencies. Having access to information about themselves is part of the therapy or treatment. If such a system can work with young people in a deprived inner city area who have been given every bad label that society can throw at them, then surely it can work for adults in any context, including psychiatric care.
There are a number ofjustifications which practitioners give for not letting subjects see their records. These include: subjects may not understand or may misunderstand the records; practitioners may be inhibited from writing what they really think; subject access could breach the confidentiality of third parties; records may contain information that is distressing.
It is true that some records may be written in language (jargon, symbols, etc.) that subjects would find difficult to understand. To use this as an excuse for keeping records secret is ridiculous if all that is needed is interpretation of some kind. But it could also be that some of the language used is unnecessarily abstruse or technical and is designed actually to mystify the layperson. A component of the power that practitioners possess is their claim to a certain body of knowledge or expertise. The use of a special language helps to uphold the mystification of that knowledge or expertise so that what is unintelligible to the outsider helps to confirm the practitioner in her or his privileged position. Almost all occupations have their own special jargon and many will use everyday words in unusual ways which serve to confuse the observer even more.
It might appear from much that has been said here that there is a conspiracy among agencies and among practitioners to keep our records secrect from us. This seems unlikely. What is far more probable is that there is a strong element of ingrained paternalism running through our bureaucracy. This is a paternalism that looks after us when we are sick, cares for us in old age, makes sure we are not hungry or homeless in the way that the parent looks after the child. And just as a parent does not believe that the child should know everything, so the bureaucracy believes that we should be protected from too much knowledge and that there are many things we need not know. Secrecy is sold to us as being for our own good.
It could be said that giving subjects access to their confidential records would only serve to reinforce the existing systems by giving them greater legitimacy. It has been argued that the systems themselves are so much at fault that they need radical change rather than piecemeal tinkering. If, however, the supposition that the systems are at fault is a correct one, then their subjects at present have little or no opportunity of knowing in what precise way they are at fault. If the systems were opened up and subjects were able to examine in closer detail how they function, it would seem that there is a much better chance of any changes being those that are desired by subjectswhether the change is radical or piecemeal.
With the passage of the Data Protection Act some changes might come about. But matters will only improve if the relationships between professionals and their clients are altered. If we diagnose the secrecy in our society as an infection running through our community, then we can begin to look for a cure and work together to eradicate it.
What is needed is an alteration in the way practitioners and subjects perceive themselves and each other, a reassessment of the aims and roles of agencies and a genuine commitment to include subjects in all aspects of information-gathering and decision-making. Giving subjects access to their confidential records is only a first step towards a new power relationship.
